Sudden unexpected death in epilepsy
Taking another look WHAT CONDITION DID THE RESEARCHERS STUDY? The researchers set out to understand more about the condition of sudden death that can happen in people who have epilepsy (sudden unexpected death in epilepsy [SUDEP] ). 1 Epilepsy is a disorder of the brain. People who have had 2 seizures without a clear trigger or one seizure and a high risk of more seizures in the future have epilepsy. 2 See the "About epilepsy" page for more information about epilepsy.
Patients with epilepsy are at a higher risk for death than otherwise healthy people. The cause of death in people with epilepsy is not always from injuries, drowning, or unusual prolonged seizures. Sometimes the underlying cause is the epilepsy itself. Some people with epilepsy have sudden death after a rather typical convulsion, and a small number even without a preceding seizure. The risk for SUDEP is low, affecting 1 in 100-1,000 patients per year. 3, 4 For over a decade, SUDEP has brought affected family members and medical professionals together in their passion to fight this dreadful event. Our goals are to raise awareness of SUDEP, to improve patient education, to understand the extent of the problem and risk factors, and to find ways to prevent SUDEP. Before we look at what the researchers did, a few definitions are important 5 :
1. Definite SUDEP is a sudden death in someone with epilepsy without an alternative cause of death. 2. Definite SUDEP plus means that there is SUDEP with a contributing medical condition. 3. Possible SUDEP means that there is a competing cause of death, so there is less certainty about the SUDEP label. 4. No SUDEP is the term used when there is a clear alternative reason for death.
HOW DID THE RESEARCHERS STUDY THIS
ISSUE? SUDEP is the sudden death of someone with epilepsy who is otherwise in good health. In these cases, autopsies do not indicate another cause of death. In this article, the authors researched medical records to assess reporting of death due to SUDEP. California law requires that all deaths outside the hospital are reported to the medical examiner. As part of a study in San Francisco, a group of heart specialists and pathologists identified all sudden cardiac death (SCD) cases from February 2011 to March 2014, Dr. Devinsky, who is also the lead investigator of the North American SUDEP Registry, and his group went back to review all cases of SCD who had a history of seizures or epilepsy to determine if the cause of death was possibly related to SUDEP. 1 WHAT WERE THE RESULTS? The San Francisco study included 525 cases of sudden cardiac deaths in patients who had an autopsy and complete records. They found 39 cases-around 7%-with a history of seizures. At first, 15 of the 39 were thought to have epilepsy and 6 were classified as definite SUDEP. When Dr. Devinsky and his group looked through the records, they determined that 25 of the 39 cases with a seizure history actually had epilepsy. They found 2 more cases that had definite SUDEP plus and 10 cases of possible SUDEP. There were 14 remaining cases that did not have epilepsy, but instead had provoked seizures. An acute provoked seizure was considered as possibly contributing to death in 5. In the end, 12 out of 18 definite or possible SUDEP cases went unrecognized.
WHAT DO THE RESULTS MEAN? Although researchers have tried to define epilepsy and SUDEP, nonepilepsy experts are not consistent in recognizing SUDEP. This affects some patients who have another cause of death. SUDEP plus and possible SUDEP cases may not be reported. This problem is more common in older people, or others with medical conditions or substance abuse. This means that the frequency of SUDEP is not correct and that risk factors are not noticed. If they are not noticed, they cannot be treated.
Until there is a test or biomarker to verify SUDEP, we need to continue helping all health care professionals to recognize and correctly classify cases of SUDEP. Epilepsy is common. It is present in 1 of 120 people around the world. It affects all races and sexes equally. By age 80 years, 1 in 26 people will have had epilepsy and 1 in 10 will have had at least 1 seizure. Epilepsy is sometimes called a seizure disorder by patients and general doctors. Some persons with epilepsy like to use that term when they tell friends, coworkers, or family about their condition. The more accurate term is epilepsy. This term recognizes that there often are other problems besides the seizures. Having epilepsy almost always means the patient has to take medications, which may have side effects including tiredness, dizziness, and others.
About epilepsy
Persons with epilepsy also often have other concerns such as depression, anxiety, and stress. Memory problems, job difficulties, dating/marriage/ fertility issues, social isolation, inability to drive under state laws, and limited finances are among other common concerns in people with epilepsy. Thus epilepsy is more than a seizure disorder for most people. 
